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“Empowering Caregivers: Effective Advocacy in Healthcare Facilities”

Knowledge is Power - “what we don’t know CAN hurt us”

Ultimately, caregiving for an elderly loved one is about information. The more we have,
the more effective we are. The more we seek, the more we get. Conversely, if the health
care providers hold all the information and you become dependent upon them alone your
power is eviscerated. Medication errors, medical negligence, abuse and neglect are often
the product of caregiver failures. In my “empowered caregiver” seminars, I teach
caregivers about the information they must arm themselves with to be effective advocates
for their loved ones. Caregiving is not passive activity. It can’t be. Those who protect
their loved ones work at it. They gather the right information, in the right format. They
ask the right questions, they provide the right data and they do so in the right manner.
Their advocacy is timely, efficient and evolving. This type of “empowered caregiver” is
someone to be reckoned with and someone every health care provider must respect.

The primary factor determining flow of information to a caregiver in a health care facility is
the perception of the caregiver by the health care providers.

We have all heard the saying “you only get one chance to make a first impression”. It’s no
different in the health care world. The nursing staff, administration and physicians in a
health care facility is going to begin sizing you up from the very first encounter with you.
You will know everything about your resident’s medical history, know their medication
list, understand the basics of each of their diagnoses . . . or you won’t. You will be in a
position to explain your authority as power of attorney or guardian and describe your
intention to be an integral component of the health care team. . . . or you won’t. If the
facility staff see you as an informed advocate who will undoubtedly raise some hades if
errors in care are made to your loved one, your loved one will be treated better and you
will be provided with more information in a timely fashion. If you are perceived as totally
dependent on health care staff for even basic information about your loved one and as
having no real understanding of the health challenges facing your loved one, you will be
treated accordingly.



“The Squeaky wheel gets the oil” in an environment of limited resources.”

Whether in a nursing home, assisted living facility or a hospital, the reality is the same:
resources are limited. Ultimately, if you are a caregiver for an elderly individual there will
come a time when a health care provider or staff member will have to make a choice to
provide care to your loved one or someone else’s. I wish this weren’t the case and I am
not saying I condone this system. In an ideal world, everyone would get the care they
need, when they need it. The reality is, we do not live in an ideal world. We live in a
world where the most malleable cost associated with healthcare is nursing staff hours. We
live in a world where the primary factor in the decision as to which patient will get their
wet diaper changed this hour is which one of those patients has a family member likely to
show and complain about them being soiled in the next hour. You need to communicate
in no uncertain terms, you could show up at any time of day and you will notice if
something hasn’t been done for your loved one. Until we live in an ideal world, my
empowered caregiver students should win the race for resources against those who don’t
take the time and effort to learn effective caregiving strategies.

The great forgotten truth: “health care providers work for us

I am always fascinated at how quickly we will fire a landscaper or mechanic for poor
performance but we allow substandard medical treatment for our loved ones! I believe the
myth that health care providers don’t work for us is perpetuated by the providers
themselves and is the result of an uninformed caregiver population. In my decade and a
half of experience most caregivers either wage wars with health care providers on every
non-critical issue to overcompensate for their own lack of knowledge or they assume a
role of complete and total dependence on the health care provider such that they are
literally afraid to speak at all. Both ends of this spectrum results from the same problem -
lack of information. They have it, we don’t. They know they have it and we don’t. The
moment we demonstrate that we have it too, they must listen and appreciate our position.
Every healthcare providers has a boss that you can go to.

Establishing authority from the outset -power of attorneys and medical directives.

Many times nursing homes, hospitals and assisted living facilities have no need to check
your legal standing relative to the patient upon admission. They will allow you to sign
documents and involve you in decision making with nothing more than your assertion
that you are a family member. However, as an empowered caregiver you know that "the
squeaky wheel gets the oil." Once you start pointing out deficiencies in care or enforcing
the rights of your loved one the facility may become more "technical" about your
authority or standing to voice complaints or be involved. Having a duly executed power
of attorney or guardianship order at your disposal at all times protects against the situation
where something has gone wrong with your resident, you intervene appropriately or
contact an enforcement agency and suddenly find yourself for the first time being told you
must provide written proof of your authority to make health care decisions. It is



imperative that you not be sitting at this crucial moment in your loved one's residency
needing to execute a power of attorney or hiring an attorney to petition a court for
guardianship which could take months. You cannot afford to be powerless for that period
of time. Get these documents immediately and have them at your disposal at all times.
The power behind your voice comes from your legal authority. Make sure you have it at
all times.

Medications - the #1 cause of medication errors is our own ignorance.

Medication errors are common in the elderly and often they are the result of inadequate
information regarding medication history, dosing schedules and the like. As an
empowered caregiver we know that medications are always of primary concern to us. We
know what our loved one is taking and has in the past been taking, what dosages, side
effects exihibited and any changes that have been made to medications. We must be
keenly aware of the medical diagnoses the medications are prescribed for, who prescribed
them and when. If a medication error happens it will not be because we provided
inadequate information. We will also be increasing the chance of catching a medication
error before it becomes life threatening since we are a constant observer of the mental and
physical status of our loved one. When we see increased lethargy we question nurses
about the medications. If we don't get satisfaction, we go right to the attending. If the
attending isn't helpful, we get the medical director. We will climb the ladder for our loved
one. At the outset I also suggest that you make it clear to the nursing staff and attending
physician that medication changes are to be communicated to you immediately along with
the purpose of the change.

Medical providers - who’s who?

An empowered caregiver knows his or her loved one's medical providers. They do not see
a physician haphazardly or fail to document who the physician is, what they are treating
and why. We also understand that often one physician doesn't know what the other is
doing and we relentlessly fight against this phenomenon. Every physician we encounter
will know the provider history for our loved one. Nothing will be prescribed without the
physician knowing what other physicians have already ordered. If a physician needs to
speak with another physician, you must be able to provide the contact information of that
physician. You know how to reach any physician that has been involved in your loved
one's care. You know the power of specialties/consultants and understand that often one
specialty is so focused on one issue that they may not be thinking about how their
treatment interacts with other bodily systems or functions. You are an advocate. You
always inform specialists about the "big picture". You provide the landscape upon which
the physician can most safely and efficiently maneuver.



Diagnoses

While we need not become a physician to protect our loved one, we never place ourselves
in the dark when it comes to the medical conditions our loved ones are suffering from.
We must always be aware of the current and past medical diagnosis of our loved one and
we must do basic research into each diagnosis. We have to understand what treatments
have been or are being rendered for each diagnosis and the effectiveness of such
treatment. We cannot forget about medical diagnosis simply because they appear to be
"under control". We must understand the nature of the integration between bodily systems
and how each one effects the other. A medical diagnosis even well treated can have
collateral effects on other diagnosis and systems. When speaking at a care plan
conference or meeting with direct care providers or physicians, we must have at our
disposal a detailed inventory of diagnoses, treatments and physicians associated with each
diagnosis.

Weight and nutrition

Empowered Caregivers understand that the most powerful substances placed into the
body on a daily basis are often food and water. You must understand that malnutrition
and dehydration have profound impacts on your loved one's ability to heal, maintain
strength and vitality, properly absorb nutrients and medicines as well as provide for
emotional and psychological needs associated throughout their life with eating and
drinking. We must know that weight gain and weight loss is an effect and somewhere is
a cause. We cannot leave such things to speculation. We must be keenly aware of what
our loved one is consuming and not consuming. We must bring attention to the matter
immediately if we suspect malnourishment or dehydration. We are aware that dehydration
can occur quickly and each and every visit with your loved one you must look for sunken
eyes, tight skin, chapped lips and the like. We must monitor our loved one's appearance,
weight, and overall disposition and always consider the potential for malnourishment and
dehydration as a potential issue. We must keep a detailed weight history on our loved one
and identify weight loss swiftly and seek intervention to determine "root causes" of
weight loss.

Careplans, conferences, and conversations

As an empowered caregiver, we understand that care plan conferences are a crucial event
in the residency of our loved one at any healthcare facility. They are either regularly
mandated reviews and evaluations into the effectiveness of the current careplan or they
are called for a specific imminent problem or concern. In either circumstance, these
conferences are absolutely vital to the protection of our loved one in an institutional
setting. How often outside of these conferences do we have the ear of an entire inter-
disciplinary team solely focused on our loved one? We must capitalize on these rare
occurrences to maximize our effectiveness as a caregiver. If the appointed time or date
simply does not work for us, we never consent to the conference in our absence. Insist on



rescheduling and make it sooner rather than later. Always insist on an inter-disciplinary
approach. I suggest that this request be put in writing as soon as you are notified of or
request a careplan conference for your loved one and have it delivered directly to the
director of nursing. You should insist on the attending physician being present as well as
a representative from every discipline that is interacting with your loved one to any
extent. This includes therapy, dietary, nursing, social services, activities coordinator and
the like. While you don't need someone from housekeeping there, generally you do want
to make sure that you are receiving the conference your are entitled to which is a full
interdisciplinary approach. The point of the conference is to make sure that all of the
disciplines understand the unique goals, obstacles, challenges and objectives of the
careplan. By way of example, it is imperative that dietary listen to what physical therapy
is saying about the activities objectives of the resident before dietary determines the
calorie needs of your loved one. Likewise, the attending should be listening to what the
nurses are describing in their daily encounters with your loved one. You must be
thoroughly prepared for a care plan conference and you must also be looking with an eye
toward all disciplines. Come prepared to discuss nutrition, medications, nursing, activities
of daily living, social services, hobbies and the like. These opportunities are few and far
between so take advantage of them when they do occur. Don't forget to take detailed
notes of these conferences as well as having everyone in attendance identify themselves
and the discipline they are representing at the outset of the conference.

Skin Integrity

I teach caregivers to always be aware that the largest organ in the human body is the skin.
The enemies of the skin are pressure, moisture, and sheering forces. As skin ages it
becomes less elastic and on the cellular level less sturdy. Skin tears, abrasions and
decubitus ulcers (bedsores) and other breaks in the skin expose your loved one to
dangerous and often life threatening infections. Empowered Caregivers are always aware
of openings in the skin as a portal for potential infection. We monitor weekly your loved
one's skin integrity and are quick to identify risk factors for skin breakdown. For ease of
reference I have listed the four stages of a decubitus ulcer:

Stage I: This stage is characterized by a surface reddening of the skin. The skin is
unbroken and the wound is superficial. Generally when pressure is relieved off of this
area the skin integrity is returned to baseline.

Stage II: This stage is characterized by a blister either broken or unbroken. A partial layer
of the skin is now injured. Involvement is no longer superficial.

stage III: The wound extends through all of the layers of the skin. It is a primary site for a
serious infection to occur.



Stage IV: A Stage IV wound extends through the skin and involves underlying muscle,
tendons and bone. The diameter of the wound is not as important as the depth. This is
very serious and can produce a life threatening infection, especially if not aggressively
treated. All of the goals of protecting, cleaning and alleviation of pressure on the area still
apply. Nutrition and hydration is now critical. Without adequate nutrition, this wound
will not heal.

Empowered Caregivers are aware that bedsores generally develop over an area of bony
prominence subjected to extended periods of applied pressure. Accordingly, during
weekly skin integrity inspections you are generally looking at elbows, the back of the
head, heels, and buttocks or tailbone areas. This is not the time to be shy. If you need to
have someone else perform the inspection so be it but you cannot ignore the sacral
(backside) inspection since it is a primary site of lifethreatening skin breakdown due to
excessive moisture (particularly if your loved one is incontinent and in a diaper) and
constant pressure when sitting or laying down.

We have to understand that the standard of care for preventing progression of decubitus
ulcers is to turn and reposition patients who are unable to do so themselves at a minimum
of every two hours. Furthermore, we understand that moisture is the enemy of the skin
and we ensure that diaper and linen changes are routine and timely. Air mattresses,
pressure relieving devices, ointments, dressings and the like are all part of an overall skin
integrity program. Since empowered caregivers will be doing weekly skin integrity
inspections, bedsores should not generally be discovered in the late stages and once
identified we must be vigilant in our pursuit of appropriate interventions to prevent the
progression of a sore from one stage to the next, aware that with each successive stage the
danger to our loved one increases and the likelihood of healing diminishes drastically.
Finally, like all the organs of the body, the skin is healed, promoted or maintained by
adequate nutrition and hydration.

Finally, we must always be aware and bring to the attention of medical providers any
specific risk factors our loved one has for compromise to skin integrity. Empowered
caregivers should know how a “braden scale” works and become familiar with it.
Empowered caregivers can and do perform their own braden scale assessment every week
or with any change in our loved one's medical condition.

Falls

Among people 65 years and older, falls are the leading cause of injury deaths and the
most common cause of nonfatal injuries and hospital admissions for trauma. Each year in
the United States, nearly one-third of older adults experience a fall. About 1,800 people
living in U.S. nursing homes die each year from falls. Accordingly, as an empowered
caregiver we diligently protect our loved one from fall risks. While we understand that
not all falls are avoidable we also know that diligent identification of fall risk factors with
an eye toward minimization of those risks is our ultimate goal. You want to be aware of



the risk factors of your loved one's falling potential in the nursing home or assisted living
facility and of course those you know about you want to communicate to the facility staff
in all health care facilities. Likewise, if you are caring for a loved one with fall risk
potential in your home, you will actively reduce fall risks in the home. You must identify
potential risks of falls associated with your loved ones 1) environment, 2) medications,
and 3) medical diagnosis.


